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f ABSTRACT
- The developmental disabi}itieq programs were eétabliphed to ccordinate. and
initiate services .for personé with devélopmental disabilities. The programs
inc¢lude State graﬁts for plﬁLningﬂhnd demonstration services, protection and

" advocacy systems, special projects, and interdisciﬁlinary training»fof personnel

serving the developmentally disabled.
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"THE DEVELOPMENTAL DISABILITIES PROGRAMS:
STATUTORY AUTHORITY AND BUDGET INFORMATION

.INTRODUCTION

.The Deselopmental bisabilities.Assistance and Bill of.Rights'Act, 1/
which is authorized through FY 1984, establishes a mechanism for planning and
' coordinating services and protecsing the righss of persons nith'developmental'
'disabilities;"AIthough the_definition'of the term develspnentai disability pre-
viously sprcified disabling conaitions such as mental'retardation and:cerebral )
palsy, ‘the def1n1t1on 18 nov baaed on a broad spectrum of functional l1m1tat1ons_
-which are”sesere and chronic in nature. The Act presents the follow1ng con-
gressional findings regarding persons wlth‘developmental d;sab1l1t1es. 2/

(1) there are more than two million persons with. deveIOpmental
disabilities in the United States;

(2) individuals with disabilities occurring during the1r develop-
mental period are more vulnerable and less able to reach an independ-~
‘ent level of existence than other handicapped individuals who gener-
ally have had a normal developmental period on which to ‘draw dur1ng
the rehabilitation process;

_ (3) persons with developmental disabilities often requ1re spe-
' cialized lifelong services to be provided by many agencies 1in a
coordinated manner in order to meet the persons needs;

(4) general service agencies and agencies providing specialized
services to Jisabled persons tend to overlook or exclude persons
with developmental disabilities in their planning and delivery of
services; and-

- Maban en oER b @ T a—

l/ Thxs Act may be thed as the Mental Retardation Facilities and Lom~'
munity Mental Health Centers Construction Act of 1963, as amended by Public
Laws 90-170, 91-517, 94-103, and 95-602,. All sections referenied in footnotes

in this paper awe part of this Act unless otherwise. 1dentified.

2/ Section 101(a).
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" (5) it .is in the national intere~t to strehgthen ;pec1fic pr6~
grams, especially programs that reduce or eliminate the need for
institutional care, to meet the n"eds of persons with developmental
d1sab111t1es.
étate level plaqning councils recéive Federa§ funds for.puréoses of -
- planning, evaluating, and coordinating‘existing serviéeatand establishing and
funding servicesvin'areag of.pr;ority'need. The prbtectioﬁ and advocacy of
)
:fights are also major State functions. A State plan apptoved by the Seuretary
of Health and ﬁuman Serv1ces is requlred for recexpt of Federal funds. . The:
State.plannlng_coudcil ys appointed by ;ha Governor of-each'Statg and_must
'1nclude'repre§entatives of the prinéfpal governmental agencies and othef.grOQpa
‘ caﬁcérned'wiﬁh services to the developméntally dié;bleQ. :At’legsﬁ qne-half of
the members of thg Statg plapnidg council mu;t be pérsohs"with.developmental
 disabifitié§ or immediate relatives or gu@rdians.of such ﬁersons:
Responsibilities at the national level focus primarily on jmproving the’
effgctiveness of the State planﬂing councils, administering special demon- .
stration projects and univeraity.training'prOgrams, and providing technicél
‘assistance. | |
For fiécaliyeér 1?83, a continuing appropriation provides $60.5 million
Lo carry'out.the various'programs adthofized Qnder the Aét.
The.developmen;al disabilities pfogram is administered by the Administration
an DeveIOpmenta) Disabiiitie&, Officé of Human Development_Servicés, Department

~of Health and Human Services.

~I
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I. .THE'DEFINITION'OF'DEVELOPMENTAL DISABILITY

Prior to the 1978 amendmeﬁts to the Aét, the term developmental disability:

'was'definéd,to"include mental retardation, cerebral palsy,Jepilepéy, and-autism.

R
A maJor prvvxsxon of the 1978 amendments expanded thls definition by deleting

all references to spec1f1c handicapping cond1t1ons and establxahlng a definition
. . N . . . . : : (

based on functional limitation: 2/

The term "developmental disability" means a severe, chronic dis-
ability of a person which--
' -(A)-is attributable to a mental or physical. 1mpa1rment
or combination of mental and physxcal impairments;
(B) is man1fested hefore the person attains age twenty-
. two;
(C) is llkely to continue indefinitely; "
(D) results in substantial functional limitations in
three or more of the following areas of maJor life activity:
(1) self-care, (ii) receptive and expressive language,
(i1i) learning, (iv) mobility; (v) self-direction, ,
(vi) capacity for independent living, and (vii) economic
self-sufficiency; and ' |
(E) reflects the person's need for a combination and.

. sequence of special, interdisciplinary, or generic care, .
treatment, or other services which are of lifelong or N
‘extended duration and are 1nd1v1dua11y planned and coordi- ‘|
nated.

4

The'primary considerations in déterpining whether a‘p;rson has a developm;h;di
disability include.thg_severity and the‘chroqic naturé of tﬁe'disability, th%
manifestation of the disability prior to age twenty-two, and the ﬂegree pf'Lim-
itation the disability causes in the activities of daily‘life; Whereas azm;dical

dlagnbsis may have previously established a handicapping condition és a«&evéloé-

mental disability, it is now necessary Lo evaluate the individual in terms of

D D D r— - - .- -

3/ Section 102(7).
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his or her ability to perform the major life activities which are necessary for
- gelf-sufficiency in society. .A developmentally disabled'person is one who is
Qubstadtially limited in ﬁhree or more major life acfivities. These major
activities include the ability to care for oﬁef; daily personal needs, the
ability to underqtand and expfess language, the capacity to learn appropriate

| io one's age groﬁp,.thg ability to move about without assistance or support,
‘the discipliné'énd pnderstandiﬁg nécessary to direct one's life, and the
capacity for ihdependent liQigg-and economic self gqfficiency} Thelpopulation..
eligible uﬁde{ this Act 1is combosed of those indiQiddals éubstantially disabled
'éarly in life who are in nééd of lifglong services which are individu#lly

planned and coordinated..
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II1. STATE DEVELOPMENTAL DISABILITIES PROGRAMS .

. A, . State Planning Councils |

 Each State which receiyes a'Fédef;i allotment underrfhe Act' is fequired~'
to have a‘Statg.planﬁing council to serve as an advocate for persons with
'dévelopmental disabilities. Members 6f the coﬁnc1lnarg appointediby the
Governor ;nd puét iﬁclude.repredentatives qf the principal Staté'agenciés,
t?aining f?cilities.and ioqal public and brivate”agenciea whi;h serve persons
=uith developmentalvdisabilitiesi: Atlieast one~half of the memberghiﬁ pf each ,
‘gouncil.mupt~cbnniat of éeruéns who:ate imﬁediate reiativea'or guardians of |
persons with ;entally impairing developmehtal‘Aisabilities.' The half of“;he
'_council membership comprised of disability-related individuals is to have the
follouing-coqpooition: o | |

o at least one-third must Be persons with developmental disabilities, -;
and "

. o at least one-third must be immediate relatives or guardians of
mentally impaired individuals and at least one such member must be
an immediate relative or guardian of an institutionalized person
with a developmental disability.

The State plan is developed jointed by the State planning council and the
the State agency administering the developmental disabilities program. The State
Plan must specify the areas of priority service to be addressed. The council is
responsible for monltorlng and evaluatlng the State plan and for rev1ew1ng, to
the extent feasible, all State plans affecting persons. with developmental dis-

abilities, These other State plans could include maternal and child health

services, special education, vocational rehabilitation, and social services.

10
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‘B, State Plans for Services to Persons
with Developmental Disabilities

'

———

— - e ——

The State plan sets forth ma jor unqet?ﬁervic' needs of per-ons wi;h
developmental disabilities and identifies-ﬁefvices to pe pcdvi@ed.:hThe pl;n
'_aiqc designates-thg State agenciéé responsible for providing-ihe se;vices
* under the State_plan. The fundamental putpose of the plan is to Qet'forth the
-_specific ogjectiyogusg be aﬁhieyed and to-identify the programs and * jources
" to be.useq to ﬁeet.theng objectives. The resources identified in the plan
inclpde both the hse of the State allotment brovided pn&er the developmental
: ‘dinabilities program 3/ and fhe services provided un&er other State-Fede;al
programs; ‘Other Stg}g-FederaI programs include education for the handicapped,
' vocational rehaﬁilication, pubiic assioéance; medicai-assistance, social serv-
ices, maternal and child health, and gental heglth. .

‘The Act aﬁthori?eu the expendituré of funds on services for persons with
developmental disabilities. .Tﬂelservicep ﬁrovided arelréquiredlto focus pri-
marily on the specified priority sgrviée areas discussed below, but may also
include a broad grraj of specialized serviées or»;dapt;tions of generic ser=
vices such as: diagnosis, evaluafion; treaﬁmént, personal care, day care,
speﬁial living arrangements, training, education, sheltered gmployment, re-
creation, counseling, protective services, information and referral services,
and trahsportation services..

Prior to the }973 amendments to the developmental disabilities program,
States were free to choose the_p;eaa of priority need on which use the Federal

allotment. However, the 1978 amendments to the Act require that States choose

H 4

- - -

4/ Authorized under section 131,

11
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among - four different areas of priority services for the expenditure of most of

w2

————————the—?ederaf‘fundST*“The four priority services areas are:

e case management services to aid ‘in obta1n1ng t@g range of help
needed;

e child development services to assist yourg children to OVercome
the handicapping effects of.developmental d1sab1l1t1es, \V

¢ alternative commun1ty living arrangement services to help main-
tain residential options; and

¢ nonvocational soc1a1-developmental services to provide su1table
dayt1me activities. :
¢

The Act‘describes the four priority services as follows:lizj

» (C) The term "case management gervices" means such services -
to persons with developmental disabilities as will assist them in
ga1n1ng access to needed social, medical, education, and other
services; and such term 1ncludes--

(i) follow-along services which ensure, through a

continuing xelationship, lifelong if necessary, between

an agency or provider and a person with a developmental

disability and the person's immediate relatives or guardi-

ans, that the changing needs of the person and the family

are recognized and appropriately met; and ‘

(ii) coordination services which provide to persons

with developmental disabilities support, access to (and

coordination of) «ther services, information on programs _

and services, and monitoring of the persons' progress. K

(D) The term "child development services" means such services as .
will assist in the prevent1on, identification, and alleviation of o -
developmental disabilities in children, and includes (i) early :
intervention services, (ii) counselling and training of parents,

(iii) early identification of developmental disabilities, and (iv)
diagnosis and evaluation of such development disabilities.'

(E) The term "alternative community living arrangement services"
means such services as will assist persons with developmental dis-
abilities in maintaining suitable residential arrangements in the
community, and includes in-house services (such as personal aides
and attendants and other domestic assistance and supportive ger-
v1ces). family support services, foster care services, group living
services, resp1te care, and staff tra1n1ng, placement, and mainte-
nance services,

(F) The term "nOQVOcationaI_social-development services'" means
such services as will assist persons with developmental disabili-
ties in performing daily living and work activities.

- - o e

2/ Section 102(8).

12
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The Act requires that currently no more than two of the priorily services areas
may be specified in the State plan for substantial funding. 6/
The State plans for developmental disabilities also must provide certain

assurances auch as the following:

¢ Services provided must meet standards prescribed in regulation.
@ Buildings used in connection with the delivery of services must
. meet the spe01f1cet10ns of the Architectural Barriers Act of
1968

e Services are to be provided in an individualized manner and an
individualized habilitation plan is to be developed for each
- person receiving services under the plan. )

e The human rights of all persons with developmental disabilities
(especially persons without familial protection) who are served
under the Act are to be protected according to the rxghts speci~-
fied in the Act, d1ecuseed below.

e The plan must provide for an assessment of the adequacy of the
skill level of and training for professionals and pereprofese10nals
serving ‘the developmentelly disabled.

® Volunteers are to be used to the maximum extent feasible for the

delivery of services to the developmentally disabled, including
volunteers serving under the Domestic Volunteer Service Act of 1973.

C. State Allotments

The State grants for planning and provision of services for persons

with developmental disabilities are allo!ted on the basis of State population,

- Bl s o B a

6/ Sectlon 133(b)(4) requires that the number of priority service areas '
addressed in the plan is to be restricted according to the tota! amount of
funds appropriated for any given fiscal year. The State plan must provide
that not less that $100,000 or 65 percent of the amount available to the
State, whichever is greater, must be expended in the priority service areas.
If the total appropriation for State grants is under $60 million, the amount
stated a“nve must be expended in no more than two priority service areas. If
the total appropriation is between $60 million and $90 million, the amount
above must be expended on no more than three priority service areas.

13
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extenl of need for services for persoﬁs.with developménLal disabil;tje;, 7/ qnd'
the finaﬁciql need of the respective States. 8/ Matchidg funds are reqbired on
" a 75 percent Federa1;25 pérceﬁt State b&sis, except 1n areas of’urbanror rural
poVerty where the match is 90 percehthFederaI-IO percentIState. 9/ The minimum
allotment to States is $250,000 or the amount received in fiscal'yegr 1978,

" whichever is greater. The minimum amount for the territories is 3100,000._32/

1

1/ As determined by the number of persons in the State receiving bene-
fits under the Social Security Adult Disabled Child Program (Section 202(d)
(1)(B)(ii) of the Social Security Act. .

8/ Specified in section 132(a)(1). A three-year per capita income
average 1s used to reflect financial need.

9/ Specified in section 103,
10/ Specified 1n section 132(a)(2). The territories include: American

Samoa, Guam, Virgin Islands, Northern Mariana Islands, and the Trust Territory
of the Pacific Islands. '

Q | . | ' | 1‘4
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111, SPECIAL PROJECT GRANTS

'Discretiénary spequI ﬁrqject grants to expand or iﬁprove services provide
funding fbr_service demonntrations, téchnic;l Qs;istance. and training. Pro--
tection and advocacy demonét}atiop projects are alqo'emphésized. .Specialﬂproject
grinta are adﬁiniatered atﬂthe Federal level. Only public or private honp;ofi:.
Qgenc1es are eligible to receive these grants. Speciaf project~funds are to be
"ugsed only for prOJects conducted in. more ‘than one State, prOJects 1nvolv1ng two
or more Federal agenc1e¢ or projects which are othenw1se of national 313-
nific;nce. The following serv1oe-related activities are e1131b1e for spec1al

' prOJecb funds: 11/

(1) public awareness and pub11c education programn to assiat in
the elimination of social, attitydinal, and environmental barriers
confronted by persons w1th devel pmental disabilities;

(2) coordinating and uc1ng all available community resources in
meeting .the needs of persons with developmental d1sab111t1es (espec-
ially those from disadvantaged backgrounds);

(3) demonstrations of the provision of services to persons with
developmental disabilities who are also disadvantaged because of
their economic status;

(4) technical assistance relat1ng to services and facilities for
persons with developmental disabilities, including assistance in

- State and local planning or administration respect1ng such services

and facilities; '

(5) training of spec1¢11zed personnel needed for tha provxs1on of
services for persons with developmental d1sab111t1es or for research
directly related to such training;

(6) developing or demonstrating new or improved techniques for
‘the provision of services to persons with developmental disabilities
(including model integrated service projects);

(7) gathering and disseminating Lnformat1on relating to develop-
mental dxsab111t1es.

11/ section 145(b).

15
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(8) improving the quality of services provided in and the adminis=~
tration of programs for such persons; and

(9) developing or demonstrating innovative methods to attract and
retain professionals to serve in rural areas in the habilitation of
persons with developmental disabilities.

16
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IV. PROTECTION AND ADVOCACY SYSTEMS

. To assure that thegcoﬁetitutionel and other rights ef developmentally
disabled pereoﬁe are aafegqefded,'the Act ?equirel that S;e;ee have in effect: N
a system to protect and a&vocete‘theae tights. 12/ The system must have the
author1ty to pursue legal and edmxnietrntlve remedies Lo assure protectlon of
rlghte. Remedies 1nc1ude negotxat1one w1th agencies adm1n1eter1ng eerv1ce
"programe as well ae‘11t1gat1on. The protection and advoeacy ayeteﬁ must be
independent of _any ageﬁcy proQiding services to pereone with developmentelz
disabilities end may not be- ednlnletered by the State plenntng council. The
Act euthor1zee specific funding for the protectlon and advocacy eyeteme. B
‘These funde are allotted on the same beele as the State grante except that no
match1ng funds are requ1red. The minimum grant to-a State for a protect1on
end advocacy eyatem is $50,000 or the amount received the previoue fiscal year,

whichever is greater,

12/ Required'under section 113,

17
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V. ' RIGHTS OF THE DEVELOPMENTALLY DISABLED

(CONGRESSIONAL FINDINGS)

. Congress has e;tablished'fiqdings-reg;fdipg the rights of pefsons.with-
developmeﬂtal diiabilitges{. These f;ndingp, whichﬂﬁré not legaliy,binding, pro-
vide guidance for the service ‘gsystem aﬁd are in additioﬁ to any cpnlﬁitu;ibnal.T
or_other.rights afforde§ to all pergon;. The dépenaent nature of many develop- . °
de;tally disabled periona ﬁut; them iﬁ,rilk of inhumane treatmeﬂ;.by_car;takerl
and otheri}who'provide th§ lerQices eaienﬁiallta survival. . Many of the,riéhti
‘are foqudea on conditibnl”in inntibu;ionl whereé some of,the more-iqvereiy dii-.
-abled'indiQiduan_feiide. " The fﬁliowing findingp are presented unﬁer
sec;ion:i}l: | | |

(1) Persons with developmental ‘disabilities have a right to appro-
priate treatment, services, and habilitation for such disabilities,
. (2) The treatment, services, and habilitation for a persons with

‘developmentally disabilities should be designed to maximize the
developmental potential of the persons and should be provided in the
setting that is least restrictive of the person's personal liberty,

' (3) The Federal Government and the States both have an obligation
to assure that public funds are not provided to any institutional or
other residential program for persons with developmental disabilities
that-- . o ' -

(A) does not provide treatment, services, and habilitation
which is appropriate to.the needs of such persons; or '

(B) does not meet the following minimum standards;

(i) Provision of a nourishing, well-balanced
daily diet to the persons with developmental dis-
abilities being served hy the program, '

(ii) Provision to such persons of appropriate -
and sufficient medical and dental services.

(iii) Prohibition of the use of physical re-
straint on such persons unless absolutely necessary
and prohibition of the use of such restraint as a
punishment or as a substitute for a habilitation
program, B '

18
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(iv) Prohibition on the excessive use of chemi~

‘cal restraints on such perscns and the use of such

vestraints as punishment or us a substitute for a

habilitation prégram or in quantities that interfere

with services, treatmunt, or habilitation for such -

persons.. :

(v) Permission for close relatives of such per=
sons to visit them at reaoonable hours without
prior. notice.
, {vi) Compliance .with adequate’ fire and safety
standards as may be promulgated by the Secretary. :
(4) All programs for persons with 'developmental disabilities
should meet standards which ‘are designed to assure the most favor-.
able possible outcome for those served, and-- ' , :

(A) in the case of re|1dent1a1 programs serving persons
in need of comprehensxve health-related, habilitative, or reha-
bilitative services, which are at least equivalent to those
standards applicable to intermediate care facilities for the .
‘mentally retarded promulgated in regulat1ona of the Secretary on
January 17, 1974 (39 Fed. Reg. pt. II), as appropriate when taking
into account the size of the institutions and the service delivery
arrangements of the facxlxtxes of the programs;

(B) in the case of other residential programs for persons
with developmentql ‘disabilities, which assure that care is appropri-
ate to the needs of the persons being served by such programs,
-assure that the persons admitted to facilities of such programs
are persons and assure that the facilities under such:programs .
provide for the humane care of the residents of the. facxlxtles,
are sanitary, and protect their rights; and _

\ (C) in the case of nonresidential programs, which assure .
the care provided by such programs is approprxate to the persons
served by the programs.

19
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VI. UNIVERSITY AFFILIATED FACILITIES

"Uﬁiveroity lffiliatgd'trainiﬁé programs provide intefdiséiblinary'trainihg

- for pérsqns‘preéhriﬁg to serve the deVelopméntally diéabled.‘lgj These progfaﬁs,
~which are affiliateq:with chléges or universitiés, also include demonstration
service-prbgrams.fof'the_deyelopmentally disabled; .The“progranst£ovidé}innd-.
bativg,,eie@plary qe?Qiqeg'@ad diéseminate the £indings of such services to
othef ;genéie; isoiiting the developmeactally dilablggimm!henﬂg; gigqﬁp;ovideg
-forithé eétablishment‘df saﬁélli;e centers Eo sefaé areas nottgeéved sy a
university affiliated facility. .chet activities 6f.th¢|e fabilitiés'i;cludg

the assessment of neéd for-ttainéd-peqsonnef to serve -the deveiOpmeﬁtally disf'
abled and the prqyision ofnservicebfelated training to practitioners-éréviding

‘ serviée; Uﬁi?ersity affiliated‘facilitiel also conduc;.research~to help produce
- more efficient and effective‘pefhoda for delivéring services and for'tfaining.u
the prpfeésionqls, parhﬁrofesiionais, and p@rents who.proﬁidg these services. |
Grants for this program are adminiﬁtered’at the Federg};}gﬁé}tﬂ‘ﬁatqhing.funds
’5re fequifed on a 75 percent Federal-25 percent State basis except in poverty
areas. The amount of any grant to a university affiliated facility in any fiscal:

yeaf may not be lesa,thap'$156,000.

11/ Authorized under pe;tion 121,
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VII. FUNDING FOR THE DEVELOPMENTAL
" DISABILITIES :PROGRAM

.The Omnibuis Bedget_Reeqnciliatipn»Act of 1981, P.L. 97-35, reautho#ized
" the developmeetal dieabilities progrems Yor fiscal'yeers 1982, 1983' and 1984
at. $6l 18 million each year. The contlnulng approprlatlon for f1scal year
1983 P.L. 97 377 funds. the programs ‘at $60 5 million. -Because the appro=

- priation level for flscal year 1983 is nearly equal to the autho?1zat1on level -

for £1scal'year 1984, the Senate Committee on Labor and Human Resources has pro-

posed to 1ncreaee the author1zat10n level for fiscal year 1984 to allow forrm_'
~'poss1b1e progr;m expanelon. Tltle II of S. 1340, reported from the Committee
" on May 18, 1983 would raise the total author1zat1on level 4 9 percent to
$64 2 m1111on for flscal year 1984,

' The Administration budget.request for fiscal year 19§4 is §4L.298 million,
32 percent .less than the fiseal'year'1983\ap§fopriatibn,'

; Table.I_ahows authorizations and appropriatiops for the four'development81 

disabilities programs.
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TABLE 1. Authorizations and Appropri
*he Developmental Disabilities Pr
- (in millions)

ations for
ograms

Authorizations Appropriations .
- FY 1983 ©  FY 1984
FY 1982-84 FY 1984 ~.  Continuing Administration
P.L. 97-35- 8. 1340 FY 1982 Appropriation Request
Grants to _ _
States _ : ' .
- (Sec. 131) _  $43.18 $45.4 1 $41.453 $43.18 - $24.674 _
. Protection
and ‘ »
Advocacy _ ' : - B
(Sec. 113) 8.00 8.4 . 7.680 - - 7.32 7.303
Special
Project N
Grants : R _ o . : S
(Sec. 145) © 2,50 . 2.6 2,350 2.50. 2,294
Uhiversity
Affiliated
Facilities - - ' :
(Sec. 123) 7.50 7.8 7.200 7.50 - 7.027
TOTAL $61.18  $64.2  $58.683 $60.50  $41.298
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